This paper summarizes trends in the research literature about stress and burnout in the lives of people who are the professional carers of people with intellectual disability. The principal time period considered was from 2004 to 2006.
Introduction
Institutional closure and community care were predicated on the assumption that generic services had the professional capacity and desire to meet the needs of adults with intellectual disability. Associated with this premise was the assumption that challenging behaviour and complex diverse needs of people with an intellectual disability was a response to institutional living conditions and that movement to the community would extinguish these problems. These false assumptions resulted in questions regarding the appropriate models of service provision for people with complex needs living in community settings [1 ,2-4] Few would dispute the statement that families, particularly parents of people with disabilities, have experienced the great subjective responsibility (often referred to as the burden) of caring for children with disabilities. Hastings and Beck [5] report that parents of children with disabilities are at an increased risk of experiencing stress and other mental health problems. Although acknowledging the primacy of families as key carers, amongst the first to be confronted with these problems were those people at the coalface of service provision -the paid or 'professional' carer of people with intellectual disability. McCallion et al. [6] interviewed 230 professional carers and found that the staff had experienced as great a subjective burden of caring as had been reported for family caregivers.
Often the carers are as isolated as the people that they support. Similar stigmas apply. Some of the consequences of changing models of service delivery within the community include occupation-related stress. Stress may affect the well being of both the carers and the person with intellectual disability who is being supported [7] . Carers are overwhelmed by emotional impact of the task and become exhausted [8] . Loss of energy increases stress and can result in burnout and eventually, withdrawal from employment.
The construct validity of burnout has been only recently acknowledged although the concept is not new. Schaufeli and Enzmann [9] conducted an extensive review of more than 5500 published articles and references dealing with stress and burnout in human services dating from the 1970s. They concluded that burnout refers to a specific type of prolonged occupational stress that occurs primarily amongst human services. Causes identified included the following:
(1) individual factors (e.g. overcommitment, unrealistic job expectations); (2) interpersonal factors (e.g. imbalance between employee resources and client demands); (3) nature of the work (e.g. caring or emotional labour); (4) organizational factors (e.g. quantitative job demands, lack of control and lack of support) [9] .
Stress in professional carers
A large and growing literature specifically addresses stress in professional carers of adults with intellectual disability [10] . Generally, findings are consistent with a much broader review of human services professionals conducted by Schaufeli and Enzmann [9] , although the intellectual disability research does stress both the negative and the positive consequences associated with this work.
The characteristics of people caring for people with intellectual disability have been cited as having impact on carers in community settings. For example, Rose et al. [11] conducted a survey of 131 staff working with people with intellectual disability. They reported on the importance of personality styles of carers. The most significant finding was the direct relationship between personality (neuroticism), coping style (wishful thinking) and stress. A significant interaction was also observed between job demands and neuroticism. Their findings suggest possible intervention points to help some staff cope with perceived stress.
Factors associated with stress
The increasing awareness of the pivotal nature of the role of carers in the lives of this population drives research activities. Rose [12] identified the relationship between carers and the people they support as an important variable of staff performance. Robertson et al. [13] points out that staff behaviour in the form of assistance and positive contact has a direct impact on the quality of life of the service users. Other staff behaviours, in the forms of absenteeism and high turnover have a negative impact [14] .
Hatton et al. [8] identified factors associated with staff stress and work satisfaction in services for people with intellectual disability. They interviewed 450 professional carers and found that the factors affecting general distress scores were wishful thinking, stress linked to work-home conflict, role ambiguity, lack of staff support, low status job, working longer contracted hours and support from colleagues. In another report of this research cohort, Hatton et al. [15] examined factors associated with staff turnover and job search behaviour. The path analyses revealed that work satisfaction, job strain, younger staff age and easier subjective labour conditions were directly associated with turnover. These findings confirm earlier research conducted by the authors that linked a range of direct and indirect work-related factors to stress.
In yet another paper from the same cohort, Hatton et al. [10] examined organizational culture and staff outcomes. They found that poor 'person-organization' fit (i.e. a greater mismatch between real and ideal organizational culture) will be associated with a range of negative staff outcomes including increased levels of stress. Thus, they concluded that the challenge for community-based models of service provision is a design that can both treat the staff well and pursue high-quality services for people with intellectual disability.
Blumenthal et al. [16] suggest that changes in roles and responsibilities brought about by community care postdeinstitutionalization have resulted in higher levels of stress and insecurity amongst professional carers working with people with intellectual disability. They examined the relationship between role clarity, perception of the organization and work-related stress. Results indicated that most carers indicated their roles were clear and their levels of burnout were comparable with UK nursing norms.
Robertson et al. [13] considered a series of studies by some of their research members over the past decade. They now establish that absenteeism and staff turnover have an indirect impact on the quality of life of service users by reducing organizational efficiency, the continuity of care for service users and the skills and experience of the work force. In this thoughtful study, they cited that a lack of support rather than challenging behaviour affects staff turnover. They suggest that attention to basic pay and conditions, as well as staff training may assist with more positive outcomes.
Special challenges
Most of the research fails to acknowledge the diversity of the people with intellectual disability, that is, identify the level or intensity of support required. For example, people with complex and high support needs may have increased levels of challenging behaviour when compared with those people with low support needs requiring minimal assistance within the community. A subset of the stress research in intellectual disability, however, exists that has addressed people with challenging behaviour and the effect of that behaviour upon carers. Studies have found a positive association between challenging behaviour and stress.
Hawkins et al. [17] interviewed eight service user/staff pairs about their experiences of a behavioural intervention that resulted in the use of restraint, within 1 week of their mutual involvement. Their study showed that both the clients and the staff experienced negative emotions following the intervention. A number of more positive aspects of the experience were identified. The unpredictability about aspects of the process and lack of control appeared to increase the stressful experience for both staff and client. Meehan et al. [18] explored the perceptions of nursing staff and patients to the use of seclusion. They found that the two groups differed significantly on a number of dimensions. Nurses believed seclusion to be necessary, not a very punitive and a highly therapeutic practice. Patients believed that seclusion was frequently used inappropriately and as a means of staff exerting power and control. Patients also believed that seclusion resulted in them feeling punished, and had little therapeutic value.
Sturmey et al. [19] highlight a troubling possibility in community care and challenge the assumption that inappropriate restraint is only an institutional problem. Their research has shown (over many years of studies by this group) that most of the reasons for the use of seclusion, restriction and restraint lie 'outside' the client in question. They note that most people with intellectual disability live in community services with their families and in a variety of community living alternatives. They speculate on possible reasons that so little restraint in community settings has been reported. The use of restraint in community settings has received insufficient attention and future research should begin to address this largely unexplored area.
Jahoda and Wanless [20] found that staff attributions concerning challenging behaviour play a role in determining their responses. Their findings suggest that interpersonal perceptions may have a role in determining staff responses to individuals who behave aggressively and suggest that ideally, broader systemic influences, such as life events and the competing roles staff may hold should be considered in analysis of the quality of relationship between staff and clients. The informal staff culture and how challenging reputations develop across staff teams may also play a part in interpersonal tensions. The use of restrictive practices is not without cost. Fish and Culshaw [21] researching restrictive practices in a medium secure unit report that clients cited other clients and the ward atmosphere as the main reasons for aggressive behaviour. Some clients said that the use of physical intervention made them more frustrated and brought back memories of frightening experiences. Staff reported that incidents of aggression and the use of physical intervention were upsetting and traumatic, causing feelings of guilt and self-reproach.
Staff said that they always used physical intervention as a last resort, although clients often reported otherwise.
Horner-Johnson and Drum [22] found the limited data suggest that maltreatment is more prevalent for people with intellectual disabilities than for people with no disabilities. Historically, data on prevalence of maltreatment amongst people with intellectual disability have been sparse and methodologically weak but have suggested that the scope of the problem is considerable.
Although the literature links stress and challenging behaviour, the stressful 'reality' of coping with challenging clients in the community has been under recognized by services. Raczka [23] highlighted some of these difficulties and gathered information from community staff regarding their experiences of stress when working with people with learning disabilities and challenging behaviours.
Interventions
Few recent studies of individual-based interventions aimed at decreasing stress and burnout in professional carers exist. Innstrang et al. [24, 25] in a longitudinal quasiexperimental study examined stress, burnout and job satisfaction after a range of interventions designed to alleviate stress. The experimental group showed a statistically significant reduction in stress and exhaustion and a strong rise in job satisfaction. Individual and organizational activities included exercise, 4-5 h of educational seminars and reworking of daily shifts. This led to increased stability amongst staff and improved routines for new employees.
Discussion
The existing literature addressing carer stress can be considered from a range of perspectives. Carer stress is a direct result of the implementation failures of community care. The stress and resultant burnout experienced by professional carers is yet another health inequity experienced by people with intellectual disability as they struggle for quality of life in community settings. Lennox [29 ] has highlighted that people with intellectual disability have a lower life expectancy and a higher rate of morbidity than the general population. Respiratory disease, cancer, injury, congenital heart disease and seizures are the main causes of morbidity. Illness that may be readily apparent in people without intellectual disability is easily overlooked.
Schrojenstein Lantman-de Valk [26] and Ouellette-Kuntz [27] call for greater consideration of additional determinants of disparities that are relevant to the demands on professional carers of people with intellectual disability:
(1) the impact of an intellectual disability on one's ability to enjoy the same opportunities for good health and healthcare as nondisabled individuals; (2) the contribution of historical and current models of support to the health of individuals with intellectual disabilities; (3) knowledge, skills and attitudes of care providers regarding intellectual disabilities; (4) the uptake of health promotion/disease prevention activities in these populations (A. Sen, Disability and justice, address to the Disability and Inclusive Development: Sharing Learning and Building Alliances Conference; 30 November to 1 December 2004; Washington, DC) [26] .
Wainwright and Forbes [30] identify methodological flaws in the current arguments about disparities. They attribute these 'errors' to the 'lack of overtly declared philosophical viewpoints'. They observed that 'the majority of current research within the field of health inequalities has been developed within a philosophical void, in which there is limited critical awareness of the ontological and epistemological values that determine and limit the philosophical approaches implicit in that research' (2000, p. 273).
Wolff [31] suggests that deinstitutionalization has transformed a centralized system of healthcare into a loosely structured network of autonomous health, welfare, medical, housing and criminal justice and disability agencies. Appropriate specialization may lead to efficiencies but effectiveness depends on intersectorial cooperation and coordination. She describes 'intersystem parallelism' that is perpetuated by three factors
(1) systemic poor efficiency and effectiveness;
(2) breakdown of information sharing between systems;
(3) strategic client-shifting on the part of each system.
In this model, Wolff [31] argues that effective coordination amongst agencies is complicated as
(1) cooperation may not be in the self-interest of each agency;
(2) a single-stream organizational identity (public safety, housing, welfare, vocational rehabilitation) often underpins service and funding streams. This is in direct conflict with the variable needs of persons with multiple co-occurring, remitting and relapsing conditions [31] .
Professional carers of people with intellectual disability often have to straddle many government departments who provide services and more models of service delivery (some of which may be conflicting). In particular, the physical, social and emotional health and well being of adults with an intellectual disability have been compromised because their support needs are now not provided by one agency and required services cross professional and agency boundaries. These complex health needs can compromise the long-term viability of community living options and the dependence on professional carers who are often marginalized from the 'main health network'. This environment of multiple unclear expectations, lack of support and lack of training underpin the relevant issues of stress and burnout.
Conclusion
The diaspora of people with intellectual disability in the community found a whole new set of unpredicted and unprecedented challenges. Life in the community has made them discover many problems. Some of these existed in institutions but were unseen, the others were new. The current discussion of stress and burnout in the lives of professional carers of people with intellectual disability highlights a variety of complex reasons, some identified and others as yet unrecognized. They are an important part of a much broader unmet needs. So, what is to be done?
The only way of addressing all of government issues is via government policy. In 1993, The World Development Report introduced the Disability Adjusted Life Year (DALY) methodology that made it possible to show that neuropsychiatric diseases were responsible for a significant part of the global burden of disease (11.5% in 1998) and to demonstrate that intellectual disability was one of the top ranking causes of disability [32] . It has prompted a significant shift in world thinking about policy formulation. An increased recognition of the need for rational, evidence-based planning and policy development and decision-making existed.
Many definitions and sometimes confusion regarding what policy means are present. In some languages policy and politics have the same meaning, for example, Russian, French, Italian and Portuguese. In the field of intellectual disability, this confusion is made apparent in documents that advance as policy documents [33] [34] [35] . Some documents contain some elements of policy, but they are predominantly plans that are not underpinned by the binding nature of a policy that has been endorsed and agreed by legislation.
Policy is crucial for a broader reform of the disability as it extends the issues of concern beyond the immediate. It sets a long-term direction and agenda. Government policy includes what governments say they will do and consequently also involves nondecisions of what governments will not do. Policy has an official existence when it is agreed through legislation and becomes significant when and if it is implemented. A national disability policy framework, identifies objectives and addresses major policy issues; defines respective roles of the public and private sectors in financing and provision; identifies policy instruments and organizational arrangements required in both the public and private sectors to meet system objectives; sets the agenda for capacity building and organizational development; provides guidance for prioritizing expenditure, thus linking analysis of problems to decisions about resource allocation [36] . It would also address the factors underpinning stress and burnout amongst professional carers of people with intellectual disability.
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